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1.1. Article Format 
This minor dissertation was completed in partial fulfillment of the requirements 
for the degree of Master of Arts in Clinical Psychology and was submitted in article 
format. This is in line with the guidelines indicated by the University of Johannesburg. 
The guidelines that are indicated below, and throughout, are presented as verbatim 
from the South African Journal of Psychology (SAJP) and SAGE Publications Ltd 
(2018). 
 
1.2. Selected Journal 
The journal selected for publication is the South African Journal of Psychology 
(SAJP). A shortened version of the manuscript will be submitted to the journal, and in 
accordance with the journal’s guidelines. The manuscript submitted to the SAJP 
adheres to APA reference style. Within this minor dissertation, the pages have been 
numbered consecutively. 
 
1.2.1. Journal Style 
For the submission of research-based manuscripts, the following format is used: 
• The introductory/literature review section does not require a heading (own 
discretion used), thereafter the following headings are used: Method with 
the following subheadings; Participants, Instruments (Measures), 
Procedure, Ethical Considerations (must include the name of the institution 
that granted the ethical approval for the study, if applicable) and Data 
Analysis (which includes the statistical techniques or computerised analytic 
TRAUMATIC BRAIN INJURY SUPPORT AND REHABILITATION IN THE SOUTH AFRICAN 





programmes, if applicable), Discussion of Results, Conclusion and 
References. 
 
1.3. Permission from Co-authors 
We, the co-authors, hereby provide consent that Kelly L. Jacobs may submit 
the presented manuscript, Traumatic Brain Injury Support and Rehabilitation in the 
South African Context: A Qualitative Exploration of Rehabilitation Professional’s 
Perspectives (consent provided on HDC document). This is in partial fulfilment for the 
degree of Master of Arts in Clinical Psychology, at the University of Johannesburg. 
The manuscript will also be submitted to the South African Journal of Psychology 












Dr. N. Joosub 
Co-author and Supervisor 
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2. Author Guidelines and Manuscript 
Traumatic Brain Injury Support and Rehabilitation in the South African Context: A 
Qualitative Exploration of Rehabilitation Professional’s Perspectives 
 
2.1. Instructions for Authors 
Target journal: South African Journal of Psychology (SAJP) 
 
2.1.1. Manuscript Submission 
If material has been previously published it is generally not accepted for 
publication in a SAGE journal. However, there are certain circumstances where 
previously published material can be considered for publication: 
• Abstracts and posters presented at conferences: Although authors 
should inform the Editor and acknowledge the first source of publication. 
Articles that have been presented at a conference but not published by the 
conference organisers may also be considered. The author should confirm 
that they have not granted the conference organisers a licence to the work; 
if the author retains all the rights to the work, the journal editor may 
consider the article for publication based on the fact that articles presented 
at a conference are unlikely to be the same, or substantially the same, 
version as that being accepted by the journal. 
• Raw data (i.e., this does not include the arrangement or organisation of 
data) and clinical trials registries (i.e., without accompanying context): 
Please note that permission may still be required to re-use these materials. 
• Most dissertations and theses posted in institutional archives: If the 
dissertation being presented for publication is the same, or substantially the 
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same, as any previously published work, it will not be suitable for a SAGE 
journal. 
• Working papers or versions of the paper posted on a pre-print server: 
Authors should alert the editor when submitting their paper if they have 
posted it on a pre-print server. Authors should not post an updated version 
of their paper on the pre-print server while it is being peer reviewed for 
possible publication in the journal. If the article is accepted for publication, 
the author may re-use their work according to the journal’s self-archiving 
policy. Please note that individual journals may not consider papers for 
acceptance that have been posted on pre-print servers. 
• In all cases the author should disclose and prior publication or distribution 
to the editor and ensure appropriate attribution to the prior distribution 
and/or publication of the material. 
 
2.1.2. Permissions 
Authors wishing to include figures, tables, or text passages that have been 
published elsewhere are required to obtain permission from the copyright owner(s) for 
both the print and online format and to include evidence that such permission has been 
granted when submitting their papers. Any material received without such evidence 
will be assumed to originate from the authors. 
 
2.1.3. Online Submission 
South African Journal of Psychology (SAJP) is hosted on SAGE Publications 
Ltd; it is a web-based online submission and peer review system. 
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2.1.4. Manuscript Structure 
New manuscript submissions should be no longer than 5500 words including 
references, tables and figures. Below are proposed headings required for article 
submission: 
 
2.1.4.1. Covering Letter/Title Page 
The covering letter is as follows: 
• Full title of the manuscript 
• The name(s) of the author(s) 




An abstract assists readers with finding the article online. An abstract of no 
more than 250 words is required. 
 
2.1.4.2.2. Keywords 
Up to six alphabetised keywords are required. The word keyword should appear 
in bold without a colon at the end. The Keywords should start on the next line, 
separated by commas only and not semi-colons. Only the first keyword should have an 
initial capital letter. 
 
2.1.4.2.3. Funding 
The South African Journal of Psychology (SAJP) requires all authors to 
acknowledge their funding in a consistent fashion under a separate heading. The 
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present research received no specific grant from and funding agency in the public, 
commercial, or not-for-profit sectors. 
 
2.1.4.2.4. Acknowledgements 
Any acknowledgements should appear first at the end of your article prior to 
your Declaration of Conflicting Interests (if applicable), any notes and your references. 
All contributors who do not meet the criteria for authorship should be listed in 
the Acknowledgements section. 
 
2.1.4.2.5. Text Formatting 
The preferred format for the article submission is Word. However, LaTeX files 
are also accepted. 




Headings should be in title case. Italics can be included in the heading if 
needed, e.g., mathematical symbol or genus name. Headings are unnumbered; the first 
heading is centred, bold title case. The second heading is flush left, bold title case. The 
third heading is flush left, bold italic title case. The fourth heading is indented, bold 
title case ending in a period with text beginning on the same line and continuing as a 
regular paragraph. The fifth heading is indented, bold, italics title case ending in a 
period with text beginning on the same line and continuing as a regular paragraph 
When headings are referred to in text use section names (i.e., Methods section), as 
SAGE does not use numbers with headings. Lastly, headings for Abstract, Keywords, 
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Funding, Acknowledgements, (in that order), References and Appendices are the same 
as the first heading but smaller font size. 
 
2.1.4.2.7. Abbreviations 
Define an abbreviation the first time that is used: write the term out in full 
followed by the abbreviation in parentheses. Use the abbreviation consistently 




Footnotes can be used to give additional information. Footnotes to tables should 
be indicated by superscript lower-case letters (or asterisks for significance values and 
other statistical data) and included beneath the table body. 
 
2.1.4.2.9. Citations 
All references in the text and notes must be specified by the authors’ last names 
and date of publication, together with page numbers for direct quotations from print 
sources. Some examples: 
• (Clark, 2000; Miller, 2001; Smith & Jones, 2000) 
• Smith and Jones (2000) 
• Smith et al. (2000) 
• National Institute of Mental Health [NIMH] (2000) 
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2.1.4.2.10. Reference List 
The list of references should only include works that are cited in the text and 
that have been published or accepted for publication. 
Reference list entries should be alphabetised by the last names of the first author 
of each work:  
• Journal article 
Miller, A. J., Thomson, F., & Callagher, D. (1998). Affluence in suburbia. Suburbian 
Studies, 12, 9–12.  
• Article by DOI 
Slifka, M. K., & Whitton, J. L. (2000). Clinical implications of dysregulated cytokine 
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Table headings should be left aligned, even when they relate to multiple 
columns, unless this creates confusion. All tables should be numbered consecutively 
and cited in the text as Table 1, Table 2, etc. (Table should be spelled out in full, not 
abbreviated). 
 
2.1.4.2.12. English Language Editing Services 
All manuscripts should be written in English and writing must be of high 
grammatical standard. Manuscripts of poor technical or language quality will be 
returned without review. Authors seeking assistance with English language editing, 
translation, or figure and manuscript formatting to fit the journal’s specifications 
should consider using SAGE Language Services. 
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Patients with Traumatic Brain Injuries (TBIs) often experience complex 
neurological impairments in psychological, physical and cognitive functioning. 
Consequently, these patients require expert intervention by professionals skilled in 
TBI rehabilitation (Irgens et al., 2016). TBI research, intervention and rehabilitation 
within South Africa are areas that are limited and present numerous challenges 
(Soeker, 2015). The present study aimed to gain insight into rehabilitation 
professionals’ perspectives on gaps in the support and rehabilitation interventions 
provided to TBI patients. A qualitative study was conducted through the use of semi-
structured interviews with four rehabilitation professionals who work for a brain 
injury non-profit organisation in Johannesburg. Participants included an occupational 
therapist, registered counselor, social worker and volunteer. The content from the 
interviews was then analysed using Braun and Clarke’s 6 Phases of Thematic 
Analysis. Results from the thematic analysis revealed four predominant themes; 1) 
Having conversations about brain injury, 2) Lack of access to care and resources, 3) 
The forgotten/voiceless and disempowered patient, and 4) Gaps in support systems 
and structures within the South African context. Implications of the study suggest 
that broader systemic interventions are necessary to effectively address the identified 
areas of gaps in TBI care and rehabilitation. 
Keywords: disempowered, neurological impairment, rehabilitation, resources, 
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Traumatic Brain Injury (TBI) is defined as an injury resulting in a disruption 
of neurological functioning, which is associated with changes in behaviour and is 
often caused by impact, and/or acceleration or deceleration of the brain (Bryson et al., 
2017; Wong et al., 2016). TBIs are classified according to severity, as either mild, 
moderate or severe, with each case being heterogeneous in presentation, treatment 
and prognosis outcomes (Khan et al., 2015). TBIs are estimated to affect millions of 
people globally every year, making it a substantial global health problem (Demir et 
al., 2019). The TBI epidemic is particularly pressing in low- and middle-income 
countries (LMIC) where access to resources and neurosurgical care is often 
insufficient, contributing to higher mortality and disability rates (Purcell et al., 2020). 
It is estimated that approximately 90% of deaths worldwide from trauma occur in 
LMIC, with approximately eight million TBI cases occurring in Africa alone each 
year (Dixon et al., 2020; Kuo et al., 2017). There are multiple TBI risk factors, such 
as age, gender, socioeconomic status and interpersonal violence (Khan et al., 2015; 
Naidoo, 2013). TBIs frequently result in behavioural, psychological and cognitive 
dysfunctions such as irritability, depression, anxiety, mood changes, aggression, as 
well as impairment in memory, attention, executive functioning and problem solving 
capacity (Stefan & Mathe, 2016; Sun et al., 2017). The behavioural effects of a TBI 
are often influenced by factors such as the severity of the injury, area of the brain that 
is injured, age at injury and premorbid personality (Lezak et al., 2012; Wong et al., 
2016). 
The severity of a TBI is often difficult to determine as it is complex and 
manifests uniquely in each patient, however, determining the severity of the injury 
may be a useful indicator of prognosis and predictors of long term consequences and 
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disability (Demir et al., 2018). The two predominant areas assessed to determine 
severity include the patients level of consciousness, assessed using the Glasgow 
Coma Scale (GCS), and the duration of post traumatic amnesia (PTA) which can be 
assessed using the Galveston Orientation and Amnesia Test (GOAT) (Lezak et al., 
2012; Tenovuo et al., 2020).  The GCS is the most widely recognised method of 
determining severity of injury, and the score is usually obtained within 48 hours of a 
TBI (Lezak, et al., 2012). The GCS score is then used to determine and classify the 
severity of the injury into mild (score of 13-15), moderate (score of 9-12) and severe 
(score of 3-8) (Andrew et al., 2016). Classification based exclusively on clinical 
features is warned against as the measures may not always be accurate predictors of 
future outcomes, as factors such as early intubation and sedation at time of injury 
may make it difficult to ascertain levels of consciousness (Tenovuo et al., 2020). 
Thus, tools such as the GCS and GOAT should be used in conjunction with 
neuroimaging, molecular studies and clinician’s judgment and expertise when 
determining severity of a TBI (Andrew et al., 2016; and Tenovuo et al., 2020). 
TBI in the South African Context 
Within the South African context specifically, TBI is largely misunderstood, 
and a lack of public knowledge and awareness exists regarding the topic (Andrew et 
al., 2016). It is difficult to ascertain accurate information and statistics regarding TBI 
in the South African context as it is such a vast landscape with unique challenges, 
such as a lack of funding for research into this area, and inaccurate or insufficient 
record keeping processes (Kong et al., 2017). South Africa currently has no statistical 
databank on the prevalence of TBI, however, it is estimated that it has one of the 
highest rates of TBI in the world (Buitendag et al., 2017; Foxcroft & Roodt, 2013). 
The high TBI rates could be attributed to elevated levels of interpersonal violence, 
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and the high incidences of road traffic accidents (Jerome et al., 2017). It is believed 
that 150–170 per 100 000 people sustain TBIs every year in Sub-Saharan Africa 
(Kong et al., 2017).  
Studies such as the one conducted by Webster et al. (2015) have enquired into 
some of the complexities involved in identifying the challenges faced by TBI patients 
and their families. The study reviewed interviews with 354 TBI patients and 175 
family members within Groote Schuur Hospital in the Western Cape, in an effort to 
identify the areas of difficulty that patients and families may face in light of adapting 
to/coping with a TBI (Webster et al., 2015). Whilst it may be expected that certain 
similarities may be evident in the current study, due to shared population groups 
(South Africans) and nationality of participants, there may potentially be differences 
related to increased metropolitan size, resource allocation and population density in 
the Johannesburg region (Ngobeni et al., 2020). With this in mind it is important to 
note that little other research and information exists within literature on these 
experiences in South Africa, particularly within the region of Johannesburg (Janse 
van Rensburg et al., 2019).  
TBI Rehabilitation 
TBI rehabilitation (TBIR) can be defined as the process whereby patients aim 
to reduce impairment through acquiring the skills and knowledge needed to achieve 
optimal physical, psychological and social functioning after TBI (Demir et al., 2019). 
The rehabilitation process involves teamwork and productive collaboration between 
professionals from various disciplines, including doctors, nurses, speech and 
occupational therapists, social workers, psychologists and case managers (Babur, 
2017). These rehabilitation professionals are essential to the patient’s recovery post-
injury, and a multidisciplinary approach allows for the focus to be on the patients and 
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their unique needs (Irgens et al., 2016).  
Rehabilitation professionals are also imperative to educating and equipping 
the patients and families with skills needed to continue their therapy or progress at 
home, and are in the best position to understand the challenges patients encounter in 
the rehabilitation process (Mathye & Eksteen, 2016).  
The rehabilitation processes, and associated rehabilitation professionals, thus 
form a major component of the patients’ lives, recovery and reintegration post-injury. 
Gaps within the health care and rehabilitation services provided to survivors of TBIs 
could thus have negative effects on the outcomes of patient recovery, and impact on 
the patient’s right to have access to public health care and effective rehabilitation 
(Louw et al., 2018). 
Gaps in TBI Care and Rehabilitation in South Africa 
Barriers to adequate health care in South Africa include a lack of access to 
reliable public transport, financial constraints (poverty), social exclusion, shortage of 
adequately trained staff, inaccessibility to information and medical equipment, 
budgetary constraints within health departments, and social stigma (Chetty & 
Hannass-Hancock, 2016; Kotsokoane et al., 2015). These barriers could potentially 
be amplified within the population with TBIs, as they have a higher vulnerability to 
risk and people with disabilities are more likely to receive inferior care (Bertmann, 
2017). 
Within South Africa, there is also limited availability to inpatient and 
outpatient rehabilitation services and facilities in the public sector due to resource 
restrictions (Joosub, 2019). Rehabilitation is usually a very lengthy process, however, 
survivors are often only provided with a six to 12 week rehabilitation time frame 
within facilities (Webster et al., 2015). This time frame is not realistic and patients’ 
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needs for rehabilitation services may vary according to severity of their injury. This 
implies that a large portion of the TBI survivor population will not receive adequate 
or appropriate support and rehabilitation, placing an even larger burden on the 
survivors’ support systems when returning home (Carlozzi et al., 2019).  
Access to specialist medical care is largely inadequate, with care often falling 
to generalist practitioners, due to an insufficiency of trained specialist practitioners 
(Jerome et al., 2017). Within the African context, access to neurosurgeons is limited 
to approximately one to every 10 000 000 people, which contrasts vastly to European 
countries, where there are approximately 102 neurosurgeons to every 10 000 000 
people (Jerome et al., 2017). This misalignment between resources and patients’ 
needs is amplified within LMIC, where resources are disproportionate to the 
population, and often inaccessible to patients with TBI in more rural settings (Joosub, 
2019; Weiss et al., 2020).  
The pervasive effects of TBI on patients and families are devastating and 
usually require continued long-term support, rehabilitation and care interventions for 
the rest of the patients’ lives (Irgens et al., 2016). The exploration of support, 
intervention and rehabilitation after TBI within the South African context is best 
understood through the rehabilitation professionals who work closely with the 
survivors of TBIs, and within the complexities of the health care system (Mathye & 
Eksteen, 2016). Thus the present study endeavours to explore the perspectives of 
rehabilitation professionals regarding gaps within care and rehabilitation 
interventions in the South African context.  
Method 
Research Design 
The present study followed a qualitative research design as it as it allowed for 
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the exploration of individual rehabilitation professionals subjective views whilst 
providing a more in depth and flexible approach, where participants’ perspectives 
pertaining to support and rehabilitation provided after a TBI could be explored 
(Maguire & Delahunt, 2017). Qualitative research is focused on meaning, and 
understanding the participants’ experiences, whilst maintaining the context and 
complexity of information gathered, thereby providing a more holistic and human 
picture (Creswell & Creswell, 2018). The present study and particularly the research 
question endeavoured to explore the subjective experiences and perspectives of 
rehabilitation professionals. Thus, making use of a qualitative design served to provide 
a framework, which encouraged exploration and conversation, where perspectives and 
subjective experiences could be thoroughly expanded upon, and rich and meaningful 
data obtained. The qualitative research design was also selected, as it is conducive to 
gathering data in which themes can be explored and analysed.  
Furthermore, this research study followed an inductive thematic analysis 
methodology, where the researcher through semi-structured interviews collected the 
data, and the themes identified were determined by the data collected through the 
interview process (Braun & Clarke, 2006).  An inductive analysis approach extracts 
and identifies themes based on the data collected by the researcher and may not 
necessarily correlate to the exact questions asked by the researcher, as participants’ 
responses may sometimes move away from the topic at hand (Kiger & Varpio, 2020). 
This implies that coding and deduction of themes from the data occurs without trying 
to fit or manipulate the data to fit into a pre-existing mould, rather the themes and 
analysis is driven by the data (Nowell et al., 2017). Thus, the emergent themes from 
the present study were based upon the data and themes that emerged through the 
research process and analysis conducted by the researcher, and was not based on pre-
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existing coding frames or preconceptions. 
Participants  
The study made use of a purposive sampling method, which implies that 
participants were selected based on specific criteria and qualities, as this best served 
to explore the research question (Creswell, 2014). The purposive sampling technique 
is guided by the researcher who determines what needs to be explored and known, 
and which individuals would be able and willing to provide the information that they 
have gained through their knowledge and experiences (Etikan et al., 2016). 
Participants in the study formed part of a homogenous purposive sample group, in 
that they were selected based on similar traits/characteristics in terms of job 
experiences (Etikan et al., 2016).  
In order to be included in the study, participants needed to be either 
individuals or rehabilitation professionals (i.e. occupational therapist, speech 
therapist, psychologist, counsellor, social worker, medical doctor, nurse etc.), with 
experience working with TBI patients and families in a relevant capacity, and/or have 
experience working within the field of TBI rehabilitation in the South African 
Context. Furthermore, participants needed to be able to articulate and express their 
experiences and perspectives in an interview in English, be willing and able to 
participate in the study and interview, and provide informed consent to participate in 
study and have their interview recorded. 
In terms of the exclusion criteria, individuals who had no experience working 
with TBI patients, their families, and/or TBI rehabilitation facilities within South 
African context were excluded from the study. Furthermore, individuals who were 
unable to articulate and express their perspectives in an interview, and were 
unable/unwilling to provide consent to participate in study and to have interviews 
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recorded were also excluded from being participants in the study. 
 The participants were thus selected based on their meeting the inclusion 
criterion, and based upon their work and close interaction with TBI patients and their 
families within the South African health care context, specifically within the region 
of Johannesburg. A brain injury non-profit organisation in Johannesburg was 
approached, due to the diversity of patients and families that make use of their 
rehabilitation services, as well as for the diversity of experience and professionals 
who work within the organisation. All staff at the organisation were invited to 
participate via the organisation manager, whom then relayed the information and 
contacts for participants who would be best able to answer the research question, and 
whom were willing to participate in the study. The data was then gathered via semi-
structured individual interviews, with four female rehabilitation 
professionals/individuals of varying ages, cultural and racial groups. The participants 
had between five to 15 years’ experience within the field of TBI rehabilitation in 
various capacities, and all worked at a brain injury non-profit organisation in 
Johannesburg, South Africa. Participants involved in the study included an 
occupational therapist, a registered counselling psychologist, social worker and 
volunteer who assists patients, families and the professionals in rehabilitation 
processes within the organisation. Participation in the study was purely voluntary, 
and no compensation was provided for participation. Data saturation was the reason 
for selecting only four participants in the present study, as sufficient information was 
obtained from the participants to answer the research question at this time.  The 
participant’s demographics are further elaborated upon within Appendix A. 
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Semi-Structured Interviews  
The use of semi-structured interviews allowed for some structure, focusing 
the interview on the research topic and questions, whilst allowing for open-ended 
answers, interpretation and exploration by participants and the researcher (Brown & 
Danaher, 2019). The interviews lasted between 30–60 minutes, and were recorded to 
ensure the information was captured in its entirety, and the researcher transcribed the 
content verbatim. The interview schedule (which can be seen in Appendix A) was 
positioned around whether or not rehabilitation professionals perceived there to be 
gaps in support and rehabilitation provided to TBI patients and their families, and if 
so where some of these gaps may be identified.  
Ethical Considerations 
The present study obtained approval to conduct research from the Faculty of 
Humanities Committee REC at the University of Johannesburg (REC ethical 
clearance number: REC-01-095-2019). The information sheet provided to 
participants outlined the purpose, procedures, confidentiality and rights of 
participants within the study. Informed consent was obtained prior to participants 
being interviewed. The confidentiality of the participants was protected, and all 
participants’ identifying information was kept strictly confidential throughout the 
research process and within the data collected. Participants were each given a 
pseudonym, such as “Participant A”, and referred to as such throughout the 
transcripts and article.  
Data Analysis 
The study made use of Braun and Clarke’s (2006) six-phase guide to performing 
thematic analysis, in the analysis and interpretation of the data that were gathered 
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through the interviews with participants. Braun and Clarke’s (2006) six steps to 
performing thematic analysis of qualitative information are outlined in the table below. 
 
Table 2:  
Table based on Braun and Clarke’s (2006) six phases of thematic analysis 
Phases/Steps Description 
Phase 1: Familiarising 
yourself with your data 
Transcribe and read through data multiple times, 
outlining ideas. 
Phase 2: Generating initial 
codes 
Code data that is interesting, and re-occurring, and 
collate the information that may be relevant to the 
identified codes. 
Phase 3: Searching for 
themes 
Look at identified codes, and gather data related to 
themes. 
Phase 4: Reviewing themes Checking themes against coded data 
Phase 5: Defining & naming 
themes 
Refine specific themes 




Write up the report, whilst including compelling 
extracts from participants to support the identified 
themes. 
 Note. Adapted from “Using thematic analysis in psychology”, by V. Braun, and V.  
Clarke, (2006), Qualitative research in psychology 3, 87-93. Copyright [2006] by Edward 
Arnold (Publishers) Ltd. 
Thematic analysis methodology is a widely used approach to research and the 
exploration of interview content. It involves a greater level of flexibility for the 
collection and interpretation of qualitative data (Jugder, 2016). Thematic analysis is 
used in identifying the overall emerging patterns or themes that occur within the data 
collected, as well as refining these themes and reporting on compelling aspects of the 
data (Braun & Clarke, 2006). Thematic analysis involves more than simply 
condensing the information and allows for interpretation of the data in a way that 
creates sense and meaning (Maguire & Delahunt, 2017). See appendix E for an 
overview of the research procedure followed within this study. 
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Discussion of Results 
The thematic analysis of the data gathered revealed four different themes 
relating to perceived gaps in the care and rehabilitation processes experienced by TBI 
patients and their loved ones. The four themes were: (1) Having conversations about 
brain injury, (2) Lack of access to care and resources, (3) The forgotten/voiceless and 
disempowered patient, and (4) Gaps in support systems and structures.  
Having Conversations about Brain Injury 
According to the participants, one of the predominant gaps in care and 
rehabilitation services available to TBI patients relates to the need to create spaces to 
engage in conversations about brain injury. Education is integral to empowering TBI 
patients and their loved ones, and creating opportunities to learn and gain necessary 
caregiver skills (Chembeni & Nkomo, 2017). Participants described how they 
perceived there to be limited awareness and, to an extent, an avoidance of the topic of 
TBI, as people often do not want to consider or confront their own potential 
vulnerability and mortality. This may further perpetuate gaps in communication and 
the dissemination of information related to TBI, and make it difficult to create spaces 
to engage in awareness and education around TBI and rehabilitation. Participant D 
reported on the gaps in awareness around TBI and the discomfort in facing ones 
potential vulnerability: 
Very little awareness about brain injury, and there is also this mentality that 
it will never happen to me. 
 
Participant C further expressed that this lack of awareness and information 
around TBI extends further than just our borders, but rather that it is a global 
problem: 
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I feel like we need this kind of global awareness around these things. 
 
Participants reported that a lack of communication between families, TBI 
patients and medical staff may contribute to the confusion that patients and their 
loved ones may experience, and potentially increase their lack of understanding and 
knowledge about TBI. Difficulties in communication may also lead to unrealistic 
expectations regarding recovery, and an inability to appropriately plan interventions 
for TBI patients’ care and support (Nijsse et al., 2019). Communication difficulties 
may be compounded by factors such as language barriers and power imbalances 
between individuals and medical staff, where patients may not always feel able to ask 
questions, or let medical staff know when they do not understand something (Weiss 
et al., 2020). An example of this break in communication was relayed by Participant 
C on multiple occasions in the interview, and was based upon conversations with 
patient’s family members: 
You sometimes hear things like he has bumped his head, but he will be fine or 
it’s just a bit of bruising or swelling but he will be fine, come back if it gets 
worse, but a lot of our members were never actually given the diagnosis of 
traumatic brain injury. 
 
Sometimes this disconnect between the nurses, doctors and the injured and 
their families, sometimes they don’t always seem to get the full story. 
 
Participant C further discussed the potential of having a more open and 
communicative medical system and professionals: 
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If the system allowed for more conversation, and more points of contact we 
could educate, we can empower, and people can ask questions as they go. 
 
Another aspect reported by participants is the timing at which medical 
professionals convey information. Participants noted that the period directly after the 
injury may be an overwhelming and emotionally distressing time for patients and 
their loved ones, particularly when confronted with potentially fatal injuries and 
numerous medical procedures (Warren et al., 2016). The TBI patient and their loved 
ones may not be in a receptive frame of mind to take in and comprehend all the 
information they have been given, and may need to have multiple opportunities 
where information is conveyed to ensure understanding. Participant A emphasised 
the need for healthcare and rehabilitation professionals to show patience and 
compassion when relaying information to patients and families:  
Being patient and willing to repeat things over and over again, because they 
are actually so traumatised at the time that they just can’t hear you or 
comprehend everything. 
 
Based upon interactions with patients and families, Participant C further 
reiterated the need for this compassion and patience, and spoke of how the trauma 
and overwhelming emotions experienced by patients and family members may 
impact on how they take in and understand information communicated to them in the 
early stages of treatment and rehabilitation: 
When they are trying to deal with their emotions, how much can they actually 
process, and how supportive are we of that. 
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Participants expressed how awareness and access to information regarding 
TBI may also differ within different community groups. Systemic factors, such as 
poverty or lower socioeconomic status, may impact on patients and their loved ones’ 
ability to seek out and access information about TBI (Hussey et al., 2017). Participant 
B described some of the challenges regarding access to information and resources:  
Some of our patients in Alex [Alexandra, Johannesburg] don’t have access to 
smart phones, and things like Google. They don’t have time or ways to find 
out information about what is happening you see, a lack of knowledge. 
 
Lack of awareness and understanding regarding TBI may also impact on 
attitudes towards TBI patients and lead to incorrect assumptions, stigmatisation and 
the exclusion of patients within communities and broader society (Chembeni & 
Nkomo, 2017). Participants reported how stigma may further lead to TBI survivors 
experiencing discrimination and isolation from others and reinforce experiences of 
disempowerment. This may perpetuate gaps in access to rehabilitation care and 
resources as patients may not feel able to get the help they need, and may further 
impact on TBI patients reintegration back into society in terms of a lack of access to 
employment accommodative infrastructure needed for the adaptation to patients 
specific/special needs post injury (Chembeni & Nkomo, 2017). Thus the importance 
of advocacy for TBI patients cannot be emphasised enough in shifting mindsets. 
Participant D relayed experiences that a patient had reported to her, related to 
challenges regarding stigma experienced in everyday life:  
On the taxi no one will want to sit next to you because they might catch 
something, because people don’t understand what brain injury is, and they 
don’t know that you can’t actually catch brain injury. 
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Participants also reported that information regarding the rate of TBI in South 
Africa is largely unreliable, often due to poor record keeping. This may cause 
significant delays and complications for patients when seeking treatment, as medical 
records are important when making diagnosis and treatment recommendations 
(Maphumulo & Bhengu, 2019). A lack of record keeping may also imply that the 
incidence of TBI is far greater than initial estimates. TBI within the South African 
context has not received adequate focus and research, in contrast to other health 
problems and infectious diseases, such as HIV and cardiac disease, within the country 
(Buitendag et al., 2017). A general lack of information and accurate statistical data 
regarding TBI may hamper the development of government policy and planning 
directed at more effectively meeting the needs of the patients (Kong et al., 2017). 
Participant D reported on the gaps within accurate record keeping: 
It’s because it’s so difficult to record it, so many people die, and they don’t 
record that it’s from a brain injury. 
 
Participants also reported that the types of risk factors for TBI may be unique 
to the broader systemic challenges and factors within the South African context. This 
includes factors such as high rates and incidences of trauma, assault and interpersonal 
violence (Buitendag et al., 2017). Participant D reported on some of the risk factors 
that they perceived often lead to TBI: 
There is so much violence in this country as well…so people getting knocked 
over, or they are in a car and have an accident, or it’s assault or some sort of 
violence, or they were robbed or got in a fight, or drug related sometimes. It’s 
that type of violence that causes a brain injury. 
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The predominant notions expressed by the participants within the theme 
Having conversations about brain injury, centred around the gaps within 
communication, awareness and access to information regarding TBI within the South 
African context. Additionally the need for empowerment through education of TBI 
patients and their loved ones was emphasised. Other factors, such as the timing at 
which information is conveyed, and potential language barriers, were identified as 
aspects which further broaden the gap within understanding and awareness. The 
theme finally spoke to the role of inadequate record keeping in the ineffective 
planning of resource distribution and policy, which affects TBI patients’ access to 
care and resources. 
Lack of Access to Care and Resources 
The second predominant theme identified by participants is related to the 
struggles around access to care and resources within the South Africa context. Within 
this theme concerns regarding the medical system, complex social issues, access to 
basic care, services and the way individuals make sense of and understand TBI were 
expressed. The public health system in South Africa is failing to meet even the most 
basic needs of patients, and is in dire need of restoration (Aikman, 2019). This has 
led to a general loss in trust and belief in the health care system (Jerome et al., 2017; 
Maphumulo & Bhengu, 2019). Participant A reported on these systemic difficulties, 
based upon experiences working in the healthcare sector: 
The system, it’s broken on every level…hugely under-resourced and over 
utilised. It becomes all about risk management and balance how much money 
we are going to put out on this person, which could be better used on 
someone else. 
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Participant D described how they viewed the healthcare system as only one of 
many other problems that South Africa faces, and as such problems in areas such as 
corruption, crime etc., may mean that resources in this sector may sometimes take a 
back seat to other areas of concern: 
They can’t actually cope, because in this country there are too many other 
problems, and we all think that the health sector is the biggest problem, but 
you know it isn’t. 
 
Participants reported a lack of access to basic medical or rehabilitation 
services and medical devices, which are necessary to improve the quality of life for 
TBI survivors. Adedini et al. (2020) describe how the public health care system is 
overwhelmed due to high patient numbers and few public health facilities available to 
them. This means that patients often face long waiting times for medical 
interventions and even assistive devices such as wheelchairs (Aikman, 2019). This 
impacts TBI patients’ mobility, ability to meet their potential, and the possibility of 
regaining some level of independence within their own lives. Participant A reported 
on some of the perceived challenges and gaps in access to adequate rehabilitation: 
Rehab is hugely expensive and often suddenly stops when the person could be 
rehabilitated further, and they become a burden on the health care system, 
because they are not completely rehabbed. 
 
Participant C further reported on the perceived lack of access to necessary 
healthcare and rehabilitation services: 
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If you look at the extent of brain injury, there are just not enough resources to 
go around. 
 
Participant D noted that many TBI patient never receive the medical and 
rehabilitation services they need: 
A lot of people fall through the gaps. 
 
Another area highlighted by participants was the lack of care facilities or 
homes for TBI patients and the challenges faced when there is an inability, or lack of 
resources necessary, to adapt the individual’s home sufficiently. A lack of access to 
appropriate live-in care facilities/homes and medical devices for TBI patients places 
increased pressure on TBI patients’ loved ones (Colantonio et al., 2010). Participant 
A expressed this on multiple occasions in the interview: 
That’s also a huge problem in South Africa, there are no homes for people 
with brain injury, none, nothing, and some people are quite impaired and 
can’t live with their families. 
 
In the public system, the person is sent home in a wheelchair to, for example, 
Alex, where there is a shack, and a toilet up three steps. I have heard horrific 
stories of how the guys um wheelchair won’t fit into the bathroom or can’t 
access the bathroom, so he has to do his business in his bedroom on linen 
saver because they can’t walk. 
Participants described how they perceived the healthcare system to be failing 
to meet the needs of the TBI patients and their loved ones, leaving families and 
patients largely unsupported, overwhelmed and burnt out. Participants described how 
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patients are often discharged to underprepared families and communities, who do not 
have access to sufficient resources such as water or sanitation, and do not have 
adequate skills or knowledge to meet the needs of the patient (Joosub, 2019; Webster 
et al., 2015). Participant A reported on some of these systemic failings within the 
healthcare sector: 
It’s not meeting the needs of the patient or family, whether it’s the public 
system or private system…because medical aids are basically run by 
actuaries and accountants, not people who really interact with the patients or 
people. 
 
Transportation was highlighted by participants as playing a role in TBI 
patients accessing critical care services at the time of injury, as well as later being 
able to access rehabilitation services. Within the South African context, there is a 
lack of affordable, safe and reliable transport, particularly transport for persons with 
disabilities (Hussey et al., 2017; Joosub, 2019). High incidences of road traffic 
accidents within the country further increases the likelihood of injury occurring, and 
thus becomes an area of consideration for necessary preventative measures (Jerome et 
al., 2017). Access to transport further impacts on a patient’s ability to reclaim 
independence and autonomy in their own lives. Participant D described some of these 
difficulties, based upon interactions and conversations with TBI patients and their 
loved ones: 
If you have a wheelchair it’s terrible. I heard of people who have had to pay 
extra, because you are taking up space in a taxi, where they could actually be 
earning money. So you have to pay extra, because where all your stuff is 
taking up space, someone could have sat there. 
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Participant D further described how transportation difficulties, such as access 
and financial means could hinder patients and families access to care and support: 
Transport is so difficult. Sometimes they have to hire a vehicle to transport 
their person to the hospital, and they have to pay. Sometimes it’s going to be 
hard for a person to go for his or her appointment because of money. 
 
Transportation was viewed by participants as being further complicated 
within the more rural areas and communities within South Africa, where access to 
care is more limited than in the larger towns or city centres. This may be attributed to 
resource constraints and variants in distribution of health care services between 
provinces, which has been impacted on by the call to deinstitutionalise health care 
towards a community-based intervention setting (Adedini, 2020; Janse van Rensburg 
et al., 2019). Participant A described how difficult access could be in the more rural 
areas by relaying personal experiences of working in rural communities: 
People are brought into the clinic in a wheelbarrow. I mean how to push a 
wheelchair along a rural rutted and muddy road, you just can’t. 
 
Participant D further reported on some of the difficulties faced in rural areas, 
which may impact on patient outcomes: 
The rural areas are a huge problem. They are so far away from healthcare. I 
mean we are just talking cities now, and I mean Joburg. And it’s hard enough 
here, I can’t imagine in a rural place. They probably take like a day or two 
just to get to hospital. 
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Throughout the interviews, participants discussed the difficulties and 
frustrations often reported by TBI patients and their families, as well as the 
complexities of some of the broader systemic and political factors which are failing 
the individuals who are most in need. Maphumulo and Bhengu (2019) describe how 
corruption, a lack of accountability or effective leadership, and inefficient 
maintenance of facilities all impact on, and play a role in, poor service delivery. This 
speaks to a larger paucity in coordination between and within governmental 
departments and a lack of appreciation of TBI, and disability in general, by the 
politicians who make judgments and decisions on where money needs to be spent 
(Hussey et al., 2017). Participant C described how they believed systemic failings 
may impact on patient’s access to care and resources: 
The odds are just stacked against the patients all the way. I mean, where you 
have community members attacking the paramedics, and robbing 
ambulances, it just makes it difficult. 
 
The predominant notions within the theme Lack of access to care and 
resources centred around challenges within the South African context regarding 
adequate medical care and resources available to TBI patients. Political factors, 
broader systemic failings in leadership and inefficient maintenance were regarded as 
contributing to a general failure to meet the basic needs of patients and their loved 
ones. Additionally, factors identified as areas of gaps and concern included lack of 
access to transportation, rehabilitation, medical devices and live-in care facilities. The 
theme finally highlighted the challenge TBI patients may experience when being 
discharged to loved ones/caregivers who do not have the necessary resources and 
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skills to adequately care for their loved ones, which may then lead to distress and 
disempowerment in the patients. 
The Forgotten/ voiceless and disempowered patient 
The third theme that participants reported related to the personal, unique and 
often tragic experiences of the TBI patients themselves. Participants described how 
patients often reported becoming largely disempowered within their own lives, and 
unable to make decisions or have their voices counted when it comes to their own care 
and rehabilitation (Kivunja et al., 2018). Participant A described how challenging 
adapting to a TBI can be, whilst sharing insight gained from experiences that had been 
relayed to her by patients: 
It’s a sudden change and you need to adapt and find a new normal…it’s 
almost like you become this outsider that needs to be fixed, and I can see 
that it comes from a place of concern, but it makes the person feel victimized. 
 
Participants described how TBI patients and their loved ones have reported 
experiencing a sense of “non-finite” (Bruce at al., 2001) grief for what was and could 
have been. King (2015) speaks to this grief as a disenfranchised grief, where patients 
and loved ones become lost in the in-between, facing grief that is not mourned, 
acknowledged or supported in the traditional sense. Participant A described the 
complexity of the grieving process that patients and families may face, based upon 
interactions with patients and their loved ones: 
Patient’s hopes are dashed and fears realised. Parent’s hopes and dreams are 
lost, they have to grieve all of that, grieve for someone who is still alive. 
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Participant D reiterated the reported experiences of loss and mourning 
experienced by TBI patients and their loved ones: 
So you almost have to mourn the loss of that person, and that whole thing, 
effects the family around that person. 
 
This grief and loss of who the patient was prior to injury may be further 
complicated by organic changes that result in personality and behavioural alterations 
that may be hard for loved ones to adapt to and come to terms with (Nijsse et al., 
2019; Niraj et al., 2020). Based upon reported experiences of patient’s families, 
Participant B explored how grief and coming to terms with the injury may cause 
conflict within the household: 
The person they knew before is no longer there, and they don’t know how to 
cope with this new person…it’s when conflict comes because family members 
don’t understand you, and they expect you to behave like you used to behave 
and now you are not doing the same things they expect or want you to be. 
 
Participants reported on experiences relayed to them via TBI patients, where 
the patients described how the TBI in a sense becomes their sole identity and a label 
they carry with them in their lives. This can lead to patients becoming fixed to this 
label of being disabled or brain injured, which further strips them of their dignity, 
their voice and power within their own lives. A lack of sensitivity and attitudinal 
barriers within society or communities may further disempower and isolate the 
patient, hindering their ability to reintegrate into society and regain a sense of agency 
(Hussey et al., 2017). Participant A relayed experiences reported to her via patients: 
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The injury becomes a label, like a ball and chain around your neck. Oh 
you’re just brain injured, that’s who you are. 
 
Participants described how TBI patients’ have often relayed how their power 
and dignity was further compromised or taken from them in small everyday 
experiences, where they are often overlooked or forgotten. TBI patients may often 
feel unheard and even mistreated by caregivers who become impatient in their care 
(Kivunja et al., 2018). This can lead to patients avoiding certain situations and 
isolating themselves, which may have psychological and emotional ramifications. 
Participant A described experiences relayed to her through patient’s stories: 
People often infantilise people with an injury…we should show them more 
respect…people get so disempowered. They will go to a restaurant, and the 
waiter will ask the family or whomever they are with; what will he have? And 
he can speak and has a voice. 
 
Participants reported how TBI patients may face numerous challenges in the 
process of adaptation to their injury, and often reported experiencing an 
overwhelming sense of distress at the loss of their pre-injury identity. Based upon 
interactions and experiences with patients, participants reported that TBI patients 
may also experience a loss of hope and purpose within their lives, which can lead to 
psychological consequences and increased risk of suicidal ideation and behaviours 
(Bryson et al., 2017). Participants described how TBI patients are often left 
experiencing complex physical, emotional and psychological ramifications from their 
injuries. Participant B described experiences relayed by patients and their loved ones: 
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They can’t go outside. Most of the time they just end up sitting in bed. No one 
comes to put them on the chair, they sit in bed, day and night, and sometimes 
they feel like they just want to communicate with others, just sit outside…They 
are alone, and think about a lot of things, it’s bad. They end up losing hope. 
 
Participants reported that individuals make sense and meaning of the TBI 
differently and this can impact on interpersonal interactions, as well as the kinds of 
interventions and treatment that they are exposed to and make use of. Participants’ 
perceived attitudes towards TBI patients to be linked to cultural understanding and 
meaning making, which is an important factor and consideration within the South 
African context (King, 2015). Traditional belief systems and cultural perspectives 
should be viewed as a requisite component of the development and implementation 
of treatment and rehabilitation plans for patients (Joosub, 2019). Participant B 
expressed how differences in meaning making and cultural beliefs may impact on the 
care and support resources that patients and families reach out to: 
We also have different beliefs. In our culture they will tell you that maybe that 
person is bewitched…the family would take the person to go to a Sangoma 
[traditional healer]…sometimes, it ends up that the patient is not going to 
take medication, and concentrates rather on the traditional medicines. 
 
Participant D further explored some of these cultural factors and how they 
anticipated they could impact help seeking behaviour and accessing 
appropriate/necessary care and support: 
There are so many cultures in South Africa. Different people make meaning 
out of what has happened…They think they must have done something in their 
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life to have caused that…they think they have been bewitched…and that’s 
fine, because that’s everyone’s different cultures, but that also means that 
they narrow their mind as to what help they can actually get. Because if they 
think they have been bewitched, they are only really going to go one route. 
 
The predominant notions in the theme of The forgotten/voiceless and 
disempowered patient centred around participants interactions and communication 
with TBI patients and their loved ones, and the reported personal experiences, stories 
and challenges of TBI patients post-injury. Themes highlighted centred on TBI 
patients reported disempowerment, being stripped of their dignity, becoming voiceless 
and being overlooked in everyday situations. The notion of non-finite grief was also 
identified which may lead to a profound sense of loss and grief in TBI patients and 
families, as they mourn who they were and who they have become. The final 
important notion identified in this theme related to meaning making and cultural 
understanding of TBI which impacts on attitudes towards patients and the 
interventions and support structures they may be exposed to or seek out. 
Gaps in Support Systems and Structures 
The fourth theme identified by the participants relates to gaps in support 
systems and structures available to TBI patients and their loved ones. Participants 
expressed how patients and their loved ones often report a lack of appropriate support 
for psychological stress, as well as limited access to necessary information (Kivunja 
et al., 2018). These support systems and structures play a significant role in helping 
patients and caregivers cope and adapt post-TBI, and are imperative to reintegrating 
patients into their communities (Gretschel et al., 2017; Niraj et al., 2020). Participant 
D described how important support for both the patients and their loved ones can be: 
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If the people who are supporting the person with the brain injury are mentally 
well, or ok, then the person with the brain injury is going to be much better 
off. They will have much better care. 
 
Participants reported how TBI has a broader impact on the patient and their 
loved ones and can mean that loved ones become full-time caregivers to patients, and 
are often not equipped with the necessary skills to do so. TBI can have a dramatic 
impact on the patient’s relationships and loved ones, causing significant caregiver 
distress as well as difficulties in adaptation or adjustment to the injury within the 
family unit (Carlozzi et al., 2019). Participant B relayed a tragic story: 
A patient with brain injury and the sister who was helping the patient ended 
up dying, because of assisting the patient, it was so sad. The patient also 
blamed themselves for what happened to their sister. 
 
Loved ones becoming caregivers may also have a broader effect on household 
income, as more than one breadwinner may lose their source of income. This further 
increases the strain and reliance on below minimum wage disability grants, 
perpetuating resource inequalities (Hussey et al., 2017; Janse van Rensburg et al., 
2019). Participant A commented on the disability grant, which is often issued to TBI 
patients who are left with a disability as a result of their brain injury: 
The SASSA grant, which is only R1700 a month…which is way below the 
minimum wage of R3000. How are they supposed to live on that with a 
disability? 
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TBI patients may express increasingly challenging behaviour and emotions, 
such as irritability, anxiety and confusion, which may become overwhelming for 
caregivers/loved ones to face (Kivunja et al., 2018). Participants reported how 
caregivers of TBI patients often report feeling helpless, and uncertain of where or 
how to get help, when they feel they are not coping, resulting in suffering from 
caregiver fatigue and burnout. Participant A explored the help seeking behaviours of 
TBI patients loved ones, based upon interactions with family members of patients: 
The last thing the families think of is to go running after a counsellor, social 
worker or psychologist to help them through this. 
 
Participant D reiterated the need to support TBI patients and their loved ones 
as the injury may have far reaching implications for the family as a whole: 
I think that care and support for the people around them is important, 
because its that ripple effect, because you have that one person who has been 
injured, but you have so many people who have been affected by it. 
 
This need for supportive interventions to assist patients and their loved 
ones should ideally encompass a collaboration of sectors and services, spanning 
government, private and non-profit health care service providers (Janse van 
Rensburg et al., 2019). Participants suggested the concept of home visits by health 
professionals so as to support patients and their loved ones where they need it the 
most. Participant A discussed the potential value in home visits, based upon 
conversations and interactions with patients and their loved ones, as well as on 
first hand experience working with various communities over the years: 
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Home visits, that’s what I think is lacking in South Africa, no one comes and 
makes home visits. Once you are discharged, you are discharged…nobody 
comes to check on the family, and if they are ok, the onus is basically on the 
family, and if you need help you go find it. 
 
Participant B reiterated the potential for home visits and the opportunity it 
may present to reach TBI patients and families that may be struggling or need more 
support: 
To make home visits, to check on the patient, to find out what’s going on, not 
just over the telephone. Some things they can’t discuss or open up about over 
the telephone, it’s hard for people. By doing home visits, you can see what’s 
going on, it can change things. 
 
Participants reported that health care professionals are often the first line of 
support for the TBI patient and their loved ones after the injury. Their interventions 
are often what saves the patient’s life and guides them towards rehabilitation at a later 
stage. Health care professionals within the South African system are overworked and 
under-resourced, sometimes even struggling to receive adequate mentorship and 
training that they may need to provide quality care to the patients and their families 
(Hussey et al., 2017; Joosub, 2019). Participant A described the pressure and 
expectations that are often placed upon healthcare professionals: 
Medical staff, nurses, doctors; they work thirty-six hour shifts, they are 
overwhelmed. I don’t know how they do it. 
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Participant D further described a perceived decline in specialised healthcare 
professionals related to position turnover and lack of permanent posts in government 
hospitals, which places further pressure on already overworked professionals and also 
affects the TBI patient’s access to care and support: 
Then you think about it now from health professionals’ perspectives, you have 
all these guys who are temporary working in the government hospitals with 
no mentors, because who is mentoring them? There are no senior staff left. 
The number of health care professionals is also narrowing, who can actually 
help. 
 
Another important aspect identified by participants was reintegration of TBI 
patients back into society. Rehabilitation and associated medical professionals are 
integral in educating and supporting functioning of patients and their families, to 
assist in establishing a semblance of independence and to achieve optimal patient 
outcomes (Mji et al., 2017; Vargo et al., 2016). There are often constraints in the 
support available in the reintegration aspect of rehabilitation. With few social 
workers and limited government vocational rehabilitation available, patients often 
miss this step. Effective rehabilitation and reintegration into communities is 
imperative to reducing strain on patients, loved ones, and even broader government 
systems in the long run (Hussey et al., 2017; Joosub, 2019). Gretschel et al. (2017) 
reported that reintegration for persons with disabilities is poor within South African 
communities, which may leave patients unable to regain a sense of agency, and return 
to meaningful life roles or activities. Participant D expressed how hopeless the cycle 
can often seem: 
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I feel like it’s just a vicious circle because if you have a brain injury, you are 
almost like a burden on society, a burden on government resources. 
 
The predominant notions in the theme Gaps in support systems and structures 
highlighted the lack of appropriate support post-injury for both TBI patients and their 
loved ones. Caregiver burden and burnout were identified as significant areas of 
concern and the need for adequate supportive interventions were emphasised. Finally, 
the increased strain on already under-resourced and overworked health care 
professionals was highlighted. 
Limitations 
The researcher acknowledges that the sample variance and size was limited, 
and may only reflect the views of few individuals within this field. Furthermore, the 
literature around the topic of TBI particularly within the South African context is 
relatively limited. This further emphasizes the need for further research into the area 
of TBI within this context. Furthermore, the analysis process involved in the study is 
inherently interpretative and subjective. Thus, other researchers may have reached an 
alternative analysis of themes. 
Conclusion 
The purpose of the present study was to investigate rehabilitation 
professionals’ perspectives on supportive interventions and rehabilitation provided to 
TBI patients and whether or not these interventions are perceived as adequate, or if 
there are gaps within this care. The thematic analysis revealed and outlined four 
predominant themes which reflect some of the gaps, challenges and experiences that 
TBI patients and their loved ones face whilst adapting to life post-injury, and the 
implications thereof. Considering the supportive interventions provided, it was found 
TRAUMATIC BRAIN INJURY SUPPORT AND REHABILITATION IN THE SOUTH AFRICAN 





that gaps in communication, education and awareness regarding TBI serve to 
disempower TBI patients and their loved ones and perpetuate misunderstanding and 
stigmatisation of patients within community groups. These findings were supported 
and correlated by other South African studies into TBI patients and families 
experiences, such as the study by Webster et al. (2015), as well as by a study by 
Chembeni & Nkomo (2017). These studies further emphasised perceived gaps in 
education and awareness around TBI, the implications thereof on the stigmatisation 
and isolation of patients, and the need to promote empowerment of both patients and 
their families through the dissemination of information around TBI within local 
communities (Webster et al., 2015; Chembeni & Nkomo, 2017). Systemic failings 
and gaps within health care and supportive resources were also identified, which 
further portrays a system failing to meet the needs of patients and their loved ones 
and may be indicative of a system in dire need of redress and resurgence. This is in 
line with other studies such as the one conducted by Ned et al. (2017) in the Eastern 
Cape, where ineffective healthcare structures and sectors were highlighted as areas of 
gaps in the delivery of rehabilitation services to TBI patients within the community. 
Furthermore, the effects of limited research and gaps in the accurate recording of TBI 
statistics in South Africa may have far reaching implications in terms of the redress 
of policy and allocation of resources towards TBI management.  This finding was 
supported by a study conducted by Seroto et al. (2020), which looked at TBI 
incidences at a neurosurgical canter in Johannesburg. The participants within the 
study further perceived and reported, that TBI patients’ journeys are often fraught 
with distress and daily challenges which centre around a loss of agency, power, 
dignity and purpose within their own lives. The potential emotional and 
psychological ramifications of a TBI were further correlated by finding from the 
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study conducted by Chembeni & Nkomo (2017), where issues around a loss of sense 
self and purpose where highlighted. 
The gaps identified were found to be far-reaching and complexly intertwined 
and thus cannot be addressed in isolation. Furthermore, the gaps identified overlap to 
an extent with findings from other similar studies conducted across South Africa, 
which provides a glimpse into how widespread the epidemic of TBI may be within 
the country, and highlights the need for action and intervention to meet the needs of 
the patients and their loved ones. This implies that a more systemic view and 
intervention should be taken when addressing the gaps in order to effect change that 
is meaningful and that will support the most vulnerable members of society. This 
article calls for further and more widespread research into the topic of TBI within the 
South African context, particularly regarding the direct experiences of TBI patients, 
as well as into potential solutions which may be implemented to effect change and 
address some of the gaps identified within this study. 
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Appendix A: Interview Schedule & Participant demographics 
Qualitative Interview Schedule 
Qualitative Interview Schedule: Semi-Structured Interviews 
The present study makes use of semi-structured interviews, and as such each interview 
may follow a somewhat different structure, however, certain questions and principles 
are applicable and will be asked/presented to all participants. Some questions/topics 
may evolve organically and the question may not need to be repeated. 
 
Preamble 
o Consent to participate in research study (Ensure participant has read and has a 
clear understanding of consent prior to signing the consent form. Allow for any 
questions to be asked). 
o Confirmation of permission to record (as stated in consent form). 
 
Opening 
A. (Establishing Rapport) (Greetings & Introductions) Thank you for taking 
time out of your day and schedule to speak with me today. 
B. (Purpose) Prior to our interview today you were either emailed or given a 
physical copy of the research information sheet regarding the study. Just to 
clarify further, the purpose of the interview is to gain insight into your 
experiences and perspectives as rehabilitation professional within the South 
African context, and (2) ascertain if you perceive the supportive interventions 
and rehabilitation provided to Traumatic Brain Injury patients to be adequate, 
or if there are gaps within this care. 
o Do you have any questions with regards to the study or interview process 
before we begin? 
 
C. (Motivation) The information obtained would then hope to provide insight into 
areas that may need further support and improvement in the future, so as to 
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improve the survivors’ experience and lives. It may also be beneficial to 
understanding valuable areas of further research in the future. 
 
D. (Time Line, confirmation of interview process & confidentiality) The 
interview will be approximately 30 to 60 minutes in length, and the interviews 
will be voice-recorded, so as to ensure accuracy when transcribing the 
information collected. Your identity will be protected at all times, and personal 
identifying information will be concealed 
 
Transition: I am going to begin by asking you some questions… 
 
Body- Interview Questions: 
Section A:  Do you perceive there to be gaps within the healthcare support and 
rehabilitation interventions provided to South African patients after TBI? 
o (If gaps are deemed to be present, would/could these perceived gaps affect 
the patient’s recovery outcomes, or alternatively would it be perceived to 
not affect them at all?) 
 
Transition to next topic…  
Section B: (Note: If no gaps perceived- refocus on areas of perceived strength in 
healthcare system). 
If you perceive there to be gaps in support and rehabilitation interventions, where do 
you think some of them lie? 
o (Potential perceived areas of strength and weakness within the 
health care and support provided to patients) 
o (If gaps were to be identified, would they be seen as barriers to 
adequate care to the patient) 
 
Transition to next topic…  
Section C: 
If you perceive there to be gaps, what do you think could be done to address these 
gaps? 
o (Suggestions to improve patient outcomes) 
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o (Is the current support and healthcare available to patients 
inclusive of persons with disabilities, in particular brain injuries?) 
 
Transition to next topic…  
Section D: 
Can you identify any areas that you think may need improvement with regards to the 
care and support provided to TBI patients? 
o (Potential areas for improvement in care and support of patients) 
 
Transition to closing: That brings us towards the end of the interview. It has been a 
pleasure speaking with you and finding out more about your experiences.  
Closing 
A. Summarise- Based upon what you have expressed/spoken about, it seems that 
from your experiences there are/are not gaps in the support and healthcare 
provided to TBI patients. Some of the gaps are potentially…and some of the 
areas that may need improvement are…etc. (Note: would be adapted to each 
participant and views expressed). 
B. (Maintain rapport) Thank you again for your time, I appreciate it…etc 
C. (Action to be taken) I should have all the information that I need. Would it be 




Interview Schedule: Participant Demographics and interview timetable 





Date: Time: Duration: 
Participant A Female White Registered 
Counseling 
Psychologist 
12/09/2019 16:30 52min. 16sec. 
Participant B Female African Volunteer at 
brain injury 
17/10/2019 08:00 33min. 43 sec. 
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Participant C Female White Registered 
Social Worker 
 
21/10/2019 11:00 30min. 59 
sec. 
Participant D Female Asian Occupational 
Therapist 
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Appendix B: Information Sheet 
University of Johannesburg 
Department of Psychology  
 
Traumatic Brain Injury Support and Rehabilitation in the South African 
Context: A Qualitative Exploration of Rehabilitation Professional’s Perspectives 
Information Sheet 
You are invited to participate in a research study conducted by a Master’s researcher 
from the University of Johannesburg. Your participation is entirely voluntary. Before 
you decide to participate, please take as much time as you need to read this information 
sheet, to ensure you understand why the research is being done and what it would 
involve for you. Please feel free to ask questions if anything you read is not clear or if 
you would like more information. Take time to decide whether or not to take part.  
Purpose of Study 
In my role as a researcher at the University of Johannesburg, I wish to: (1) gain insight 
into your experiences and perspectives as a rehabilitation professional within the South 
African context, and (2) ascertain if you perceive the supportive interventions and 
rehabilitation provided to Traumatic Brain Injury patients to be adequate, or if there 
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are gaps within this care. 
Procedures 
Should you wish to participate in this study, you will be invited to participate in a semi-
structured individual interview. You will be required to sign an informed consent form 
to participate in the study.  
 
The interview will be approximately 30 to 60 minutes in length, and the interview will 
be voice-recorded, so as to ensure accuracy when transcribing the information 
collected. Your identity will be protected at all times, and personal identifying 
information will be concealed, via the use of pseudonyms, for example, Participant A, 
B, etc. 
Potential Benefits 
As professionals who work within the TBI rehabilitation context, your expert opinion 
and experience within this area are valuable to our understanding of some of the 
challenges patients with TBIs may face post-injury. The aim would be to gain insight 
into your perspectives on perceived gaps or barriers to care and rehabilitation support 
provided to patients/survivors. The information obtained would then hope to provide 
insight into areas that may need further support and improvement in the future, so as 
to improve the survivors’ experience and lives. It may also be beneficial to 
understanding valuable areas of further research in the future. 
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You will not receive any payment for your participation in this research study. 
Potential Conflicts of Interest 
The research process will allow for any participant to express their opinions freely. 
Privacy and Confidentiality 
Your privacy and confidentiality will be protected as much as possible. The only people 
to have access to your identifying details will be the researcher and her research 
supervisor. Any information/data presented in the research study will be coded with a 
pseudonym, such as Participant A, B etc., so as to protect your personal details. The 
interviews will be voice recorded to ensure data used is as accurate to our original 
conversation as possible. During this process, your name or any examples or people 
mentioned will be disguised, with no personal identifying information being used or 
identified during the interview and recoding process. 
 
The researcher will retain signed consent forms and original audio recordings until 
after the degree has been conferred. A transcript of interviews in which all identifying 
information has been removed will be retained for a further year after this. Under 
freedom of information legislation you are entitled to access the information you have 
provided at any time. Upon completion of the research project, all voice recordings 
will be disposed of appropriately and securely. All transcriptions and information 
provided in interviews will also be password protected. 
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Participation and Withdrawal 
Participation is entirely voluntary, it is your decision to participate in this study or not. 
You may choose not to comment on questions asked. You may also leave the study at 
any point, by notifying the researcher.  
Your rights as a participant 
You have the right to withdraw your consent, and exit the study at any point. You have 
the right to have your opinions heard and expressed freely and without judgment. You 
have the right to your personal information remaining private and confidential. Should 
you have any concerns or questions, you have the right to ask questions, and should 
you have any concerns with regards to the researcher involved, you have the right to 
report this to the supervisor listed at the end of the document. 
Results of study 
The results of the study would be submitted for assessment and conference. The results 
of the study may possibly be submitted for publication. All information would remain 
confidential in the results of the study. 
Identification of the Researchers  
If you have any questions or concerns regarding the research study, please do not 
hesitate to contact the researcher or her research supervisor. 
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Lecturer and Counselling Psychologist 
 
Faculty of Humanities 
 
University of Johannesburg 
njoosub@uj.ac.za 
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Appendix C: Consent to Participate in Research 
 
Department of Psychology 
 
Traumatic Brain Injury Support and Rehabilitation in the South African 
Context: A Qualitative Exploration of Rehabilitation Professional’s Perspectives 
 
Consent to take part in research 
•  I............................................. voluntarily agree to participate in this research study.  
• I understand that even if I agree to participate now, I can withdraw at any time 
during the research process, or refuse to answer any question without any 
consequences of any kind.  
• I understand that I can withdraw permission to use data from my interview 
within two weeks after the interview, in which case the material will be deleted.  
• I have had the purpose and nature of the study explained to me in writing 
(within the initial email and information sheet) and I have had the opportunity 
to ask questions about the study.  
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• I understand that participation involves an individual interview of no longer 
than 60 minutes. The interview will be voice recorded. 
• I understand that I will not benefit directly from participating in this research.  
• I agree to my interview being audio-recorded. All audio recordings will be done 
without mention of personal information or identification.  
• I understand that all information I provide for this study will be treated 
confidentially.  
• I understand that in any report on the results of this research my identity will 
remain anonymous and confidential. This will be done by changing my name 
and disguising any details of my interview, which may reveal my identity or 
the identity of people I speak about.  
• I understand that disguised extracts from my interview may be quoted in the 
research dissertation, and possibly appear within a published article.  
• I understand that if I inform the researcher that myself or someone else is at 
risk of harm they may have to report this to the relevant authorities - they will 
discuss this with me first but may be required to report with or without my 
permission.  
• I understand that signed consent forms and original audio recordings will be 
retained with the researcher, until completion of the study, and until the exam 
board confirms the results of her dissertation at which point the data would be 
destroyed appropriately. Only the researcher, and the research supervisor will 
know my identity, and have access to the data. 
• I understand that a transcript of my interview in which all identifying 
information has been removed will be retained for two years from the date of 
the exam board’s confirmation of results of the dissertation.  
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• I understand that under the freedom of information act, I am entitled to access 
the information I have provided at any time while it is in storage as specified 
above.  
• I understand that I am free to contact any of the people involved in the research 
to seek further clarification and information.  
Researcher  
Kelly Jacobs 
MA Clinical Psychology Student, University of Johannesburg 






Lecturer and Counselling Psychologist 
 
Faculty of Humanities 
 
University of Johannesburg 
njoosub@uj.ac.za 
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Signature of research participant  
----------------------------------------- ---------------- Signature of participant Date  
Signature of researcher  
I believe the participant is giving informed consent to participate in this study  
------------------------------------------ ---------------------- Signature of researcher Date  
 
  
TRAUMATIC BRAIN INJURY SUPPORT AND REHABILITATION IN THE SOUTH AFRICAN 





Appendix D: Interview Transcriptions 
 
Interview Transcriptions for Research  
PARTICIPANT A (P-A) – Registered counselling psychologist 
 
Date: 12 September 2019 
Duration/time: 52 mins. & 16 sec. 
 
Emergent Themes: 
• Limited access to rehab, acute and long-term. Limited numbers of sessions, as 
patients are sometimes not ready; physically, emotionally and cognitively. 
• Stop rehabilitation too early, due to resource constraints, becoming a burden on 
health care system. 
• Back and forwards for assessment for rehab. Sometimes can be kicked off rehab 
programme before completion if someone needs it more. 
• Private and medical aid becomes all about risk management and trying to 
balance how much money we are going to put out on this person that could be 
better used on someone else. 
• Lack of access to necessary items/devices, i.e., wheelchair, crutches, etc. 
• Lack of home environment that is sufficiently accessible and meets standards 
for patient care and needs. 
• The system is just not coping (private and public).  
• No kind of hand over to go home in the public system. In the private system 
there would be home visits by occupational therapists and the family will be 
given training in caregiving. 
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• Lack of understanding and education around brain injury. 
• The families and patients feel so completely overwhelmed, and out of their 
depth; don’t know how to help their family members. They are not given 
information, training or support, etc. 
• Patients and families face the need to adapt and find a new normal. 
• Externalising – problem is the problem, the patient is not the problem. 
• A need for more psychosocial support.  
• Patients and families struggle to afford caregivers or care homes. 
• Lack of awareness and education around brain injury (TBI). 
• Creative arts could be beneficial in creating awareness. 
• Patients’ needs change over time. 
• Non-finite grief for the patient and family. 
• Good medical professionals in the state system. 
• Lack of access to care in rural areas. 
• Proposed home visits post-discharge from hospital and rehab. 
• There are no homes for people with brain injury in government. 
• Compassion fatigue. 
• Poverty and difficult living conditions. 
• Need for greater psychosocial and emotional support. 
• Need for an interface between the family and health care system. A need to 
communicate and educate people and families (potential use of things such as 
speaking books). 
• Need for greater respect and empowerment of patients and families. 
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• Disability grant below minimum wage, which means they can’t afford essential 
care, medicine, devices and even toiletries. 
• System is “it’s broken on every level”. 
 
Note: Only the first few pages of the transcript have been provided below, in order 
to further protect the confidentiality of the participant. 
 




R: Basically its all around traumatic brain injury support and rehabilitation in the South 
African context, and then the rehabilitation professional’s perspective, so because you 
work in that field and understand the field, it’s just to get your view and perspective. 
Um, ok, the first question is: Do you perceive there to be gaps within the health care, 
support and rehabilitation interventions provided to South African patients? 
 
P-A: Yeah, I do. Um, let’s look at private patients then we will look at public/state 
patients, okay. So those in the private sector, I often hear stories of how the medical 
aids stopped the rehab. They often say right the patient can have X sessions of OT and 
then they stop. Sometimes people go for rehab, and I am talking about acute rehab, and 
not long-term, like we do at Headway. With acute rehab they will often send them to 
rehab before they are even ready, sometimes people just aren’t ready for rehab, and 
just when they get to a point where they are physically, emotionally, cognitively ready 
for rehab – that’s it, medical aid cuts it off. I have had people come to Headway, not 
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necessarily TBI, but they ask, well when do you make us leave, and I say we don’t, 
you leave when you are ready. They can’t believe it, they think that there is going to 
be a cut off, and they will be rejected again. So there is that gap. 
 
R: That must be so frustrating for them… 
 
P-A: It is very frustrating for the families. Um, rehab is hugely expensive, I don’t know 
if you went to Barbara Wilson’s talk last night, but she was saying that she just can’t 
understand because they throw all this money at rehab and then they suddenly stop, 
when the person could be rehabilitated further, and they become a burden on the health 
care system, because they are not completely rehabbed, so it happens in the UK as well. 
So that’s the private sector, and that’s the better side. When it comes to the public 
health care system, I had a list of criteria, I don’t have it with me right now, for getting 
into rehab. So you can’t be peg fed, or have a tracheotomy. This is on the public system, 
so if you going somewhere like Edenvale hospital, you have to be sick enough to be at 
rehab, but not too well because then you don’t qualify for rehab, so it’s a bit of a double 
edged sword going there, and to try get someone into government rehabs they have to 
be assessed and its backwards and forwards, so if the guy is at Bara, he has to go via 
ambulance to Edenvale where they will assess and then back to Bara, and they have to 
decide if he is then in or not. Then if someone comes along and you are halfway through 
your rehab, but they feel the other person needs the rehab more, then they will say 
thank you, and goodbye, and that’s just how it is. Our system is hugely under-resourced 
and over utilised. So it’s pretty much the same when it comes to private and medical 
aid in a way, because it becomes all about risk management and balance how much 
money we are going to put out on this person that could be better used on someone 
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else. Then the public system is how many of our resources are we going to throw at 
this person, and there is no kind of hand over to go home in the public system. In the 
private system there would be home visits by occupational therapists and the family 
will be given training in caregiving. They will have a couple of weekends at home, 
where the OT will come home with them and make it as seamless as possible, though 
it is never seamless. In the public system, the person is sent home in a wheelchair to 
for example Alex, where there is a shack, and a toilet up three steps. I have heard 
horrific stories of how the guys um wheelchair won’t fit into the bathroom or can’t 
access the bathroom, so he has to do his business in his bedroom on linen saver because 
they can’t walk. Then the husband or wife doesn’t want to sleep in the room, because 
they don’t want to sleep in a toilet. It’s not just about physical rehab, it’s about the 
whole cognitive, emotional, psychosocial fallout, because the system is just not coping. 
Private and public.  
 
 
End of Transcription A excerpt… 
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Interview Transcriptions for Research  
PARTICIPANT B (P-B) – Volunteer at brain injury rehab in Alexandra 
 




• Education and training families and patients, to help create understanding. 
• The importance of communication. 
• Greater need for support: emotionally, physically and psychologically. 
• Requires a more holistic approach. 
• Support for the family is important. 
• Compassion fatigue. 
• Lack of access to resources, i.e., money difficulties. 
• Lack of affordable and disability transport. 
• Lack of access to devices such as wheelchairs. 
• Need for home visits and additional support for families and patients. 
• Cultural variations and different belief systems and ways of making meaning 
out of the injury, i.e., traditional beliefs and medicines, bewitchment, etc.  
• Non-adherence to hospital meds and treatment in favour of traditional routes. 
 
Note: Only the first few pages of the transcript have been provided below, in order 
to further protect the confidentiality of the participant. 
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R: Um, ok, so we have discussed a bit about what the study is about, so I am just going 
to ask you a few questions around rehabilitation, and then we can just discuss them. So 
my first question is, do you perceive there to be gaps within the health care support and 
rehabilitation interventions provided to South African patients after a traumatic brain 
injury? 
 
P-B: Yeah, I think there are gaps, especially with some of the patients, because 
sometimes they don’t get the help they need. 
 
R: Ok, and um, and what would you say are some of these gaps that are present? So is 
it like a lack of access to resources, or um, is there not enough rehabilitation centres 
available to people? 
 
P-B: Not exactly, it’s not that there are not enough resources, or we are short of them. 
The problem is when they get in the rehab, sometimes they don’t explain everything to 
them, and it takes time for them to see it. 
 




R: So it’s sometimes like a misunderstanding of what’s happening? 
 
P-B: Yeah.  
 
TRAUMATIC BRAIN INJURY SUPPORT AND REHABILITATION IN THE SOUTH AFRICAN 





R: So do you think if there was more information around it, given to the patient and 
family, that that would help? 
 
P-B: Yeah, because most of our people especially the Khomelela ones, because they 
are staying in Alex, they have a lack of knowledge about a TBI or whatever, and they 
have a lot of challenges and they don’t understand what’s going on. They have to know 
when they go there, they have to explain to them, and also include the families and not 
only the families. 
 
R: So they then know how to help them? 
 
P-B: Yes, the family members don’t understand what’s going on with their family 
members after the accident. 
 
R: So education around what it means is important. Do you think there are any other 
gaps in care provided to them, or is it mainly around the education aspect? 
 
P-B: What I can say is, honesty. If they can be honest with a patient. Often when they 
go there the patient can expect too much, and they don’t understand that it’s going to 
take time and they need to be patient. 
 
End of Transcription B excerpt… 
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Interview Transcriptions for Research  
PARTICIPANT C (P-C) – Registered Social Worker 
 




• EDUCATION. Emphasised and expanded on multiple times throughout the 
interview. 
• Importance of communication. Patients and families don’t feel comfortable to 
ask questions and are afraid to challenge doctors. They aren’t always able to 
process info initially, too traumatised and in shock – need time, don’t always 
understand information from doctors, etc. May also miss doctors on ward 
rounds, etc., as schedules are crazy and they are overwhelmed and overworked. 
• Information is sometimes not passed on to patient and/or families. 
• Greater support of family members is needed. 
• Greater access to care and resources is needed. 
• Lack of connection and collaboration between MDT teams. There is a need to 
work together to meet needs of patient. 
• Brilliant staff and doctors, however, system is just overwhelmed. Some staff 
really go the extra mile with their own time and resources. 
• Need to focus and build on the positive, and not just the negative. 
• Need to empower patients and families with information. 
• Brain injury needs to be looked at holistically. 
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• Processes and systems in medical sector aren’t always efficient and don’t 
necessarily serve the needs of the patients. 
• Awareness – around brain injury, how it occurs, how to prevent it, how to look 
after someone with a brain injury. 
• Students need greater exposure to brain injury during training, as it’s often only 
one module. Requires initiative on student’s part to further explore. 
• Greater support needed. 
• Use of more social workers, etc., as part of MDT team – able to intervene on 
many levels for patient and family. 
• Need for holistic support for patient. 
• Rehabilitation can continue many years after injury. People should have access 
to longer term rehabilitation resources – not only the wealthy. 
 
Note: Only the first few pages of the transcript have been provided below, in order 
to further protect the confidentiality of the participant. 
 
R: Ok, so we have already discussed what the research is about, so I’m just going to 
ask a couple of questions and just get your opinion on them. So the first question is; do 
you perceive there to be gaps within the health care, support and rehabilitation 
interventions provided to South African patients after a traumatic brain injury? 
 
P-C: Short version, yes (Laughs). Most definitely and I think that’s just based on kind 
of the anecdotal evidence that we are on the receiving end of, when we meet new 
families or even when we spend time unpacking our own members’ stories of how they 
came to be at Headway. It’s kind of almost like building a puzzle. You get some things 
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that came about from the first interview, and then three years later you might get 
another piece of the puzzle. We have heard stories of how some people don’t even get 
to hospital, or if it wasn’t for the family intervening in some way, getting a community 
member or distant relative to the hospital, they wouldn’t have gotten there. In these 
instances there is sometimes this disconnect between the nurses, doctors and the injured 
and their families, sometimes they don’t always seem to get the full story. You 
sometimes hear things like “he has bumped his head, but he will be fine” or “it’s just a 
bit of bruising or swelling but he will be fine, come back if it gets worse”, but a lot of 
our members were never actually given the diagnosis of traumatic brain injury, its 
normally he bumped his head and the doctor said there might be some bruising on the 
brain, but they didn’t actually get a diagnosis of brain injury. You and I can kind of see 
it from the hospital perspective, you have got to manage limited resources, but yeah, 
there definitely seems to be that gap. And then I think again, just something else that I 
feel is just this disconnect where very often families and patients won’t ask, or don’t 
feel like they can ask questions, and we see it in private and public, perhaps less so in 
private, but you know, you just waiting for any sort of snippet of information that 
comes your way. If you miss the doctor on ward rounds or he doesn’t hear that you 
want to see them, then there just is no connection, and we know that brain injury needs 
to be looked at holistically, and everyone should be playing a part from the very 
beginning, and now I feel like I am rambling a little bit (Laughs), but yeah, there is 
definitely those gaps, and as I said primarily based on anecdotal evidence, like where 
even if there is that connection with the medical staff in the early stages, it’s with that 
medical jargon, and people don’t often get what they are saying, or they get the 
information, but it’s a once off, and we have seen it through all the different stages. 
Having worked in the acute setting, I knew that information sharing process was part 
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of it, and you would give the family information, but they would still report down the 
line that no one at the rehab or hospital said anything to them, nobody told me, but they 
didn’t necessarily take it in, and that’s about time and place, and what’s appropriate in 
that moment, and you know if you have somebody who is just trying to deal with their 
emotions, how much can they actually process, and how supportive are we of that, and 
yeah, again having worked in the rehab setting as well, you kind of would like to 
believe that all the information is being passed on, and you know that there is family 
caregiver training on your end and psychoeducation sessions, and you know that the 
teams involved, but when you are kind of down the line you hear back nobody ever 
told us anything, or this isn’t what we expected, they said it would be this but it’s that, 
so yeah, it would be nice if we just had that nice seamless flow of information and 
communication. That aside, I know we have some really good doctors, therapist, et 
cetera, that are working in public and private, but the resources are just limited, and if 
you look at the extent of brain injury, there is just not enough resources to go around, 
so yeah, it’s very tricky. So yeah, I’m not sure if I have answered your question 
(Laughs). 
 
End of Transcription C excerpt… 
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Interview Transcriptions for Research  
PARTICIPANT D (P-D) – Occupational Therapist 
 




• Access to emergency medical care. 
• Limited resources. 
• Financial constraints. 
• Limited access to transportation. 
• Health care professional’s role. 
• Rehabilitation – constraints and challenges. 
• Reintegration to life, society and community. 
• Patients fall through gaps in health care system. 
• Caregiver burden. 
• Lack of care homes and facilities. 
• Government overwhelmed and can’t cope. 
• Rural areas – diminished access to resources. 
• Access to information for patients and families. 
• Awareness around TBI. 
• Need for more effective communication. 
• Need for the accurate recording of TBI stats. 
• Cultural understandings and meaning making. 
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• Psychological and emotional ramifications. 
• Psychological and emotional support of families and patients. 
• Social problems – Stigma; violence. 
• Support networks – patient, families, support groups, mourning and loss of 
identity 
 
Note: Only the first few pages of the transcript have been provided below, in order 
to further protect the confidentiality of the participant. 
 





R: So the first question is; do you perceive there to be gaps within the health care, 
support and rehabilitation interventions provided to South African patients after a TBI? 
 
P-D: Yeah, well look; there are a lot of gaps (laughs). If you kind of start from the 
beginning of the journey of a TBI, basically if you get a TBI, the first gap really is 
access to emergency medical care. If you think of private it’s fairly easy, you just get 
in the car and go to the hospital. But in the public sector it takes a long time. A lot of 
the stories I have heard, from when you are chatting with the guys in Soweto, they 
phone for an ambulance and it takes a while, or they don’t have airtime to phone, or I 
don’t know, there is some issue, so yeah getting the ambulance there in the first place 
I think is probably the one gap, because they also can’t just get in the car and take them 
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to the hospital. I have heard of some who did that actually, and then what happened 
was that they got shunted around because they didn’t go to the right place, I don’t know 
like they went to small hospitals, and the lady said no, they must rather go to the bigger 
hospital, and this all takes time and wastes time basically. So yeah, you are probably 
starting off there, and then you get your basic health care, which I think is pretty good 
in South Africa, because the government sector in terms of trauma care is really good, 
I think. Um, but where the problem lies there is they are stable and then they get 
referred to rehab or they don’t get referred to rehab. Sometimes they get discharged 
home, and it really depends, I think how they gauge it really is how much they have 
recovered, so if they are walking around they think, well they can go home, they should 
be fine. Whereas, if they are in a wheelchair still, they can’t talk, or there is some 
medical problem still, then they do often get referred to some of the rehabs, but there 
are not many rehabs as well. I studied at UCT, so I don’t really know the government 
sector too well, but in terms of the rehabs, you get the big hospitals where there are 
some rehabs and that’s really it, and there are only a certain number of beds. And if 
you think of rehab and how long they stay there, they should stay there for a few 
months. But I mean the incidents of TBI, I don’t know how many you get every day, 
so you must think they can’t actually keep up with the number of people, so a lot of 
people bypass that and don’t actually go to rehab. So, that already is a problem. If they 
get discharged straight home, and skip the rehab stage you skip everything pretty much. 
Often if they were in a job, you will find that they have now lost their job, because they 
tried to go back to work, and it didn’t work, and they go through years having done 
things all wrong, whereas if they had gotten help in the beginning, maybe they could 
have gone back to work. So that’s always been for me the gap. So they often get the 
medical stuff, because South Africa is really good at that, but after that a lot of people 
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fall through the gaps, especially the mild TBIs. If it’s obviously disabling, they will get 
referred to all the right places, but you get the guys who walk out of there and they 
look fine, but they are not fine, and even if they don’t get the inpatient rehab, the 
families don’t get the right information. If you think about it, who would supply that 
information? It would be rehabs or places like Headway that would give you that 
information, but if they don’t go to rehab they often don’t come to Headway. A lot of 
referrals to Headway are from rehab and hospitals, or a therapist, which means they 
should have encountered someone somewhere along their path. Very few come from 
in the community. 
 
R: Yeah, because they probably don’t know about it.  
 
P-D: That’s exactly it, they literally don’t know it exists. They don’t know that it’s out 
there, some of them don’t even know that there is rehab, and obviously now you are 
cutting out a portion of people who can’t afford to pay for private rehab, so yeah, that’s 
a huge, huge gap. And you are talking about education, so it’s, what does a brain injury 
even mean? What does it look like? What is this person actually going to struggle with? 
And there are so many cultures in South Africa, different people make meaning out of 
what has happened, you know you get people who they have a stroke or whatever, then 
they must have done something in their life to have caused that. I mean we all do it; 
“What did we do to deserve this?” (Laughs), you know trying to make sense of this. I 
just feel like when they missed that rehab stage, they don’t get that information. So 
they think that either they have been bewitched or whatever, and that’s fine, because 
that’s everyone’s different cultures, but that also means that they narrow their mind as 
to what help they can actually get. Because if they think they have been bewitched, 
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they are only really going to go one route, whereas if they can understand that having 
a stroke also comes from diet, and stress, and hypertension, and looking after yourself, 
you know you will get a lot of prevention techniques. So Yeah, for me that’s also a big 
one. 
Then also for me, there is driving as well. I used to work in return to driving 
after a disability, and a lot of people just don’t know that after you have had a brain 
injury, you actually shouldn’t be driving. They don’t know that in the road traffic act 
there is provision for that. And, so a lot of people drive anyway. Sometimes they know 
they shouldn’t drive, but they drive anyway, or they don’t even know that they 
shouldn’t be driving  
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Interviews with participants Recording of interviews-safe storage and password protection 





Researcher transcribed each participant’s interview into 
separate word documents. 
Listening to and reading through the data multiple 




Researcher read data multiple times- outlining 
recurring and significant data. 
Highlighted sections of interest, and creating list of 




Researcher created excel spreadsheet- identified codes 
and significant data outlined on separate sheet for each 
participant. 
Data gathered relating to potential emerging 
themes/subthemes and place under potential themes on 





Themes identified were checked against initial coded 





Coded data and themes refined/narrowed down to four 
overarching themes-to reduce complexity of data. 
New sheet created on spreadsheet- 4 themes outlined 
Extracts from data related to themes placed under each 
relevant theme. Extracts colour coded to easily identify 




Results and findings written up in manuscript-under 
discussion of results. Compelling and relevant extracts 
from participants selected to support and substantiate 
themes. 
